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Abstract 
Objective: To evaluate the quality of life of children with oral cleft. Material and 
Methods: The ECOHIS questionnaire was used to assess the quality of life of 31 
patients aged 02-05 years from the perception of their parents. Study's variables were 
divided into impact on children subscale, through the domain of symptoms, limitations, 
psychological and self-image; and impact on the family subscale, through the domain 
anguish of parents and family function. Descriptive analysis tests were used in 
Statistical Software Program - SPSS® version 18.0. Results: 71% of sample subjects 
were male. There was prevalence of cleft lip - palate (38.7%), followed by cleft lip 
(32.3%) and cleft palate (29%). Cleft transforamen incisive (38.7%) was predominant and 
the most frequent location was unilateral left (58.3%) and the complete type was the 
most significant (75%). All participants mentioned some impact of the problem on the 
child's quality of life. In the impact on children subscale, limitations domain had the 
highest average (mean: 5.16; SD 2.87) and in the impact on family subscale, family 
function domain was the most significant (mean: 2.29; SD: 1.82). As for difficulties faced 
by children, question on "difficulty in pronouncing words" was the most significant 
(61.3%). Conclusion: The presence of clefts impacts the quality of life of children and 
their families, thus requiring strategies for the reestablishment of aesthetics, function 
and psychological support for such individuals. 
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Introduction 
Oral clefts are birth malformations that involve the oral cavity, and may also affect the face 
[1]. In Brazil, the occurrence of some type of cleft palate and/or cleft lip is about 1: 650 births [2-5]. 
This malformation is the result of the lack of closing of the frontonasal and maxillary processes in 
the early days of the embryonic development and can be diagnosed by ultrasound from the 13th 
week of pregnancy, when it comes to oral clefts involving only the lip, and from the 18th week of 
pregnancy, involving cleft palate [6]. The early diagnosis allows the verification of other defects, 
making it possible to minimize or even prevent complications [7]. 
There are various types of oral fissures and therefore are commonly divided into 
classification groups. In Brazil, the Spina's classification is the most widely used. This classification 
uses the foramen incisive as a reference and can be named as preforamen incisive, transforamen 
incisive and postforamen incisive clefts [8]. According to the degree of involvement of structures, 
they can be complete or incomplete and, according to the affected side, they can be unilateral, 
bilateral or median. This classification was added of a fourth group, rare facial clefts [1]. 
Aesthetic defects and functional sequelae hinder patient’s personal and social adjustment, 
leading to behavioral inhibition, high degree of dissatisfaction and anxiety [1]. 
According to the World Health Organization [9], quality of life is defined as "the perception 
of individuals in relation to their position in life, within the context of culture and values on which 
they are inserted and in relation to their goals, expectations, values and concerns". 
Oral health is intrinsic to overall health and is therefore critical in determining the quality of 
life. The oral health status should allow the individual to carry out functions related to the mouth 
such as talking, chewing, recognizing the taste of food, smiling, living without pain and / or 
discomfort and relating to others without constraint [10]. 
The importance of oral health has generated interest in the use of instruments to assess 
quality of life related to health in order to check the impact of mouth diseases or deformities on the 
quality of life of individuals [11]. The aim of this study was to evaluate the Quality of Life Related to 
Oral Health (QVRSB) of children with cleft palate and / or cleft lip from the perspective of their 
parents/guardians. 
 
Material and Methods 
The study is characterized by being a field, cross-sectional, descriptive and quantitative 
study. Data collection was performed at the “Professor Heriberto Ferreira Bezerra” Pediatrics 
Hospital (HOSPED), which is an academic unit of assistance to children living in the state of Rio 
Grande do Norte, being reference of intermediate and high complexity, developing health care 
actions aimed at children and adolescents at outpatient and hospital levels. 
The health service provided in this hospital includes a multidisciplinary program called 
"Assistance to Patients with Cleft Lip and Palate", created in 2003, which is the only reference center 
for the treatment and monitoring of children affected by cleft lip and/or cleft palate. The program 
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has an average of 358 children enrolled, 121 in the age group of this study, which are followed by 
members of the multidisciplinary team, in which oral health professionals were included with the 
implementation of the Multidisciplinary Integrated Residency on Children's Health, in 2010. 
Of the 121 children with cleft and or palate lip aged 02-05 years, 25.6% were assisted during 
the period from January 2013 to September 2013, resulting in a total of 31 children and therefore 31 
respondents to compose the sample. The study excluded patients not registered in HOSPED; 
patients who were not in attendance and children whose parents / guardians refused to participate. 
Parents / guardians of patients in the age group 02-05 years with cleft lip and / or cleft palate who 
voluntarily agreed to participate in this study by signing the Informed Consent Form were included. 
The questionnaire was administered exclusively by previously trained researcher; to do so, 
the researcher applied the questionnaire to 3 people with the research profile and doubts have been 
cleared by another experienced researcher in the application of the instrument used. No replicates 
were performed. Information was kept and stored in confidentiality. 
The instruments used were a questionnaire to assess the socio-economic conditions and the 
"Early Childhood Oral Health Impact Scale" (ECOHIS) were applied to parents / guardians. The 
ECOHIS contains 13 questions, 9 included in the impact on children section and 4 in the impact on 
the family section. The impact on children section was divided into 4 subclasses (domains): 
symptoms; limitations; psychological and self-image aspects. The impact on family section was 
divided into two subclasses (domains): parental anguish and family function. Response options can 
be: Never (0); Almost never (1); Sometimes (2); Often (3); Very often (4) and I do not know (5) 
[12,13]. 
Data were recorded in a Statistical Program Software database - SPSS 18.0 (SPSS Inc., 
Chicago, USA). Data collected were descriptively presented in absolute and percentage values. 
This study was approved by the Ethic Research Committee of the “Onofre Lopes” University 
Hospital (HUOL), Federal University of Rio Grande do Norte (UFRN), under protocol number 
06507112.4.0000.5292. 
 
Results 
Of all interviewed parents and guardians, 26 (83.9%) were mothers, three (9.7%) were fathers 
and 2 (6.5%) were guardians with some other degree of kinship or proximity. The majority of the 
sample 22 (71%) was responsible for male children, while 9 (29%) for female children. In the age 
distribution, 11 children (35.5%) aged 02-03 years. 
Most mothers, 18 (58.1%) had up to 30 years of age, 13 (41.9%) had more than 30 years. 
Regarding family income, most respondents 19 (61.3%) survive with up to 1 minimum wage, which 
represents R$ 678,00 and 12 (38.7%) earn more than one minimum wage. 
With regard to the classification of clefts, there was prevalence of cleft lip - palate (12 
children; 38.7%), followed by cleft lip (10 children; 32.3%) and cleft palate (9 children, 29%). As for 
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the location of clefts, 12 individuals (38.7%) had cleft transforamen incisive, 10 (32.3%) had cleft 
preforamen incisive and 09 (29.0%) had cleft postforamen incisive (Table 1). 
Among preforamen clefts, unilateral left was the most prevalent (80%) and regarding extent, 
incomplete and complete cleft achieved the same percentage (50%). For cleft transforamen incisive, 
the most frequent location was unilateral left (58.3%) and the complete type was the most significant 
(75%). In the cleft postforamen incisive location, the most frequent was the complete type (66.7%).  
Twenty-one children (67.7%) had the isolated condition of cleft lip and / or cleft palate, while 
10 children (32.3%) showed association with the following systemic changes: hypospadia syndrome; 
kidney distention; heart disease; epilepsy; LemliOptiz Smith syndrome; developmental delay; hearing 
loss; bifid scrotum; Popliteal pterygium syndrome; Orofacial digital syndrome grade 9 and liver 
problems (Table 1). 
 
Table 1. Classification of clefts and associated conditions. Natal / RN, 2013. 
  Cleft Location Structures Involved 
Classification 
32.3 % (10) 
Preforamen incisive 
- Left Unilateral (80%) 
- Incomplete and incomplete (50%) 
Lip 
38.7 % (12) 
Transforamen incisive 
- Left Unilateral (58.3%) 
- Complete (75%) 
Lip-Palate 
29.0% (09) 
Postforamen incisive 
- Complete (66.7%) 
Palate 
    
Association with other 
health conditions 
 
67.7% 
32.3% 
 
Isolated cleft 
Cleft associated with another health 
condition  
 
 
All survey participants reported some impact of cleft lip and/or cleft palate on the quality of 
life of children and their family. As shown in Table 2, ECOHIS obtained average score of 10.23 (SD: 
5,233). Section impact on children obtained average score of 6.84 (SD: 3,671). The "limitations" 
domain obtained the highest average score of 5.16 (SD 2.876). "Impact on the family" section 
obtained average score of 3.39 (SD: 2.642). The family function domain was the most significant, 
with average score of 2.29 (SD: 1.82). 
As for difficulties faced by children (Figure 1), question on "difficulty in pronouncing words" 
was the most significant, with 19 questionnaires (61.3%), indicating frequent or very frequent 
difficulty. The item "missing daycare" showed a high number of missed questions, 14 (45.2%); 
children did not attend daycare, kindergarten or school. Thirty-one respondents reported no 
difficulty in "avoiding smiling" 31 (100.0%). 
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Table 2. Means, standard deviations and variations in ECOHIS. Natal / RN, 2013. 
ECOHIS Mean ± standard 
deviation 
Possible variation Occurring variation 
Total ECOHIS  10.23 ± 5.233 0 – 52 2 – 21 
Domains    
Subscale impact on the child 6.84 ± 3.671 0 – 36 2 – 14 
Symptoms 0.52 ± 0.926 0 – 4 0 – 4 
Limitations 5.16 ± 2.876 0 – 16 0 – 11 
Psychological  0.97 ± 1.278 0 – 8 0 – 4 
Self-image 0.19 ± 0.601 0 – 8 0 – 3 
Subscale impact on the family 3.39 ± 2.642 0 – 16 0 – 11 
Parental anguish 1.10 ± 1.680 0 – 8 0 – 6 
Family Function 2.29 ± 1.829 0 – 8 0 – 7 
 
 
   
 
Figure 1. Frequency of responses for each question of the impact on the child subscale of the ECOHIS 
questionnaire. Natal / RN, 2013. 
 
Difficulties faced by families are shown in Figure 2. "Absence from work" was the most 
relevant, with 10 questionnaires (32.3%) referring frequent or very frequent difficulty. The question 
concerning the "financial impact" was the least expressive (26; 83.9%). 
 
 
Figure 2. Frequency of responses for each question of subscale impact on family of the ECOHIS 
questionnaire. Natal / RN, 2013. 
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Table 3: Frequency distribution of individuals with and without difficulty according to each item of the 
ECOHIS questionnaire. Natal / RN, 2013. 
ECOHIS 
Domains / Items 
With Impact 
N % 
No impact 
N % 
Do not know 
N % 
Impact on children    
Symptoms     
Related to pain 4 (12.9) 27 (87.1)  
Limitations    
Difficulty drinking 6 (19.3) 23 (74.2) 2 (6.5) 
Difficulty eating 8 (25.8) 23 (74.2)  
Difficulty in pronunciation  25 (80.7) 5 (16.1) 1 (3.2) 
Missing daycare 10 (32.2) 7 (22.6) 14 (45.2) 
Psychological aspects    
Difficulty sleeping 4 (12.9) 27 (87.1)  
Getting annoyed 6 (19.4) 25 (80.6)  
Self-image and social interaction    
Avoiding smiling  31 (100)  
Avoiding talking 1 (3.2) 28 (90.3) 2 (6.5) 
Impact on family    
Parental anguish    
Getting annoyed 5 (16.2) 26 (83.9)  
Feeling guilty 6 (19.4) 25 (80.6)  
Family function    
Missing work 18 (58.1) 13 (41.9)  
Financial impact 5 (16.2) 26 (83.9)  
Total 98 286 19 
With impact: sometimes, frequently, very frequently. No impact: never or almost never. 
 
Discussion 
This study addressed an issue still little discussed in literature, the quality of life of cleft 
patients. Since it is a congenital malformation that may result in impairment of the oral cavity 
and/or face, knowing the magnitude of the damage and repair it at the earliest time as possible 
brings benefits for patients and their families. 
On the epidemiological aspects of oral clefts, in the present study, the highest prevalence was 
found among males, which is consistent with several other studies [1,3,7,14-20]. The most prevalent 
type of cleft was lip and palate, which is also consistent with literature [1,3,7,18-22]. Regarding cleft 
location, this study found a greater number of clefts with transforamen location, which is in 
agreement with a number of other studies that identified transforamen as the most prevalent location 
[1,4,14-17]. 
A survey conducted in 2010 16 reported that despite the prevalence of transforamen clefts, 
there is a trend for the systematic decline of this type of cleft in recent years and a gradual increase in 
the percentage of preforamen and postforamen cases, suggesting that infants have been born with 
less complex clefts. This study does not reflect this trend in the age group studied (children aged 2-5 
years); however, the percentages are very close, which reinforces the recent perspective for new cases 
of clefts with less complexity.  
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With regard to the side involved, the left side was the most frequent, as found in the work of 
other authors [4,14,17]; in another study [15], higher frequency of bilateral clefts was found, 
followed by unilateral left and right side. 
Regarding the association of clefts with some systemic change, isolated clefts were more 
frequent, which is in line with the work of another author [7]. 
In this study, the presence of more than one cleft in the same individual was detected, which 
represents the occurrence of clefts at different times of development [1]. 
The Early Childhood Oral Health Impact Scale (ECOHIS) was a tool developed with the aim 
of evaluating the quality of life related to oral health of preschool children [23,24], which was 
validated in 2012 [13]. ECOHIS was elected as adequate to our research for being directed to 
dentistry, for its comprehensiveness of several questions related to the child-family binomial, for its 
easy application and understanding of parents/guardians and for being intended to the perception of 
parents, as the target population is composed of children at preschool age, which is group difficult to 
obtain answers to the proposed questions. 
The ECOHIS measures the impact of various oral conditions presented by children in the 
age group of 02-05 years; including dental caries, dental trauma, malocclusions, hemophilia and oral 
clefts. The great difficulty found during the study was the lack of studies in literature addressing the 
quality of life of oral cleft patients, thus limiting the spectrum of discussion of results with other 
studies. 
Parents/guardians reported a greater impact on quality of life of children over the quality of 
life of families, agreeing with similar study 18 and studies involving other distribution conditions 
[12,25]. This information is confirmed by the high values of the child subscale, where the highest 
average and major changes occurred were found, with all questionnaires presenting some level of 
impact on quality of life. 
In studies on child subscale [13,25,26], issues related to pain due to dental caries and cases 
of dental trauma, respectively, were the most significant. In the present study, only 01 (3.2%) 
individual reported feeling "pain". In this study, the most relevant issue was "difficulty to pronounce 
words" with 19 (61.3%) subjects with frequent or very frequent difficulty. Another study 20 
identifies, in addition to the difficulty of pronunciation, higher prevalence of hearing problems and 
ear infections in individuals affected by some kind of cleft in detriment of those not affected by this 
malformation. 
It is noteworthy that the difficulty in pronouncing words may be characteristic of the child's 
normal development when he is learning to speak. Learning to speak is usually around one and a half 
to three years of age [27], age included in this study. Nevertheless, it already shows that the 
tendency of the impact of oral clefts is more related to functional aspects, and it is known that a child 
carrier with oral clefts present other limitations in the learning process of the speech. A cleft palate 
during the development of motor control of speech and associated sensorimotor systems changes the 
learning of speech. Changes seem to appear more when palate correction is not performed 
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satisfactorily by the time when the child begins to speak the first words. Children present changes 
caused by lack of intraoral pressure (consonants /p/, /b/, /t/, /d/, /k/ and /g/); changes caused by 
deformities in dentoalveolar and palatine structures (consonants requiring intact alveolar and 
palatine structures for producing the liquid consonants: /l/ and /lh/ and vibrant /r/, for example) 
[28]. 
This is reinforced with a neuropsychological assessment survey of children with clefts that 
pointed to the fact that one of the functions reported to be affected by malformation is the cognitive-
linguistic function [17]. 
In a survey that assessed satisfaction about aesthetics and function of individuals with oral 
clefts receiving orthodontic treatment, speech impairment was reported as a reduced satisfaction 
parameter [18]. 
Another relevant aspect in this study on the children subscale refers to "difficulty drinking 
hot or cold drinks". In research on the quality of life of individuals with dental caries and trauma, this 
condition was also observed [26,29], in a study conducted in 2012 [30], 43.6% of cleft patients 
presented some type of enamel defects, which may also explain the sensitivity complaints detected in 
our research. 
The questions conducted here guided to a finding that relates to negative feelings that the 
child's malformation can generate to the family and this is explained by difficulties in the daily life of 
the child-family binomial for various issues reported by the family during the search, such as fear and 
uncertainty of what might happen to the child, which matches the scale of negative feelings [31]. 
In the family subscale, some authors observed a more significant result for question related 
to "feeling guilty" [13,25]. In the present study, only 03 (9.7%) individuals reported feeling guilty. 
This is explained by the fact of dental caries and trauma are diseases and conditions that can be 
prevented with proper care for the child and oral clefts are understood as inevitable because they are 
a congenital condition. However, for this study with cleft patients, e "absence from work" was 
reported in a significant way in 10 (32.3%) cases. "Absence from work" was also described when it 
comes to other changes that affect the oral cavity [32]. 
In studies in which patients themselves are interviewed [11,29], there is an emphasis on the 
search for aesthetics; improvement in social and affective relationships and professional status. Our 
study found no damage to the quality of life of children related to aesthetics, where 
parents/guardians interviewed emphasized the child's needs for communication and feeding, leaving 
appearance to an issue of lower importance. This difference is explained by the age group studied, 
where it is known that in young children, the notion of aesthetics becomes irrelevant. 
One of the limitations found in the study was regarding the sample size, since the reference 
service for treatment of cleft patients of Rio Grande do Norte was temporarily interrupted for 
bureaucratic reasons, which points to the need to carry out further research on the subject, so that 
more about the cleft condition, related health changes and mostly interferences in the quality of life 
of children and families are known. Another limitation observed during the study was the difficulty 
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that parents/guardians found in understanding the questionnaire applied during the research, 
probably the result of the socioeconomic status of the population studied. However, the limitations 
found did not interfere in the research result. 
Therefore, according to results obtained, it is noticeable that the cleft lip and / or cleft palate 
represent some impact on the quality of life of children and their families and can be perceived in 
different magnitudes. The existence of such interference deserves special attention so that 
improvements and adoption of health policies to this particular population group are adopted and 
maintained through multidisciplinary interventions able to change the course of life of children and 
families marked by such an unpredictable event. 
 
Conclusion 
For the population studied, functional aspects represent the highest expression of the child-
family binomial. This perspective is proven by more changes faced by this binomial: difficulty 
speaking, difficulty feeding and difficulty in the routine of parents / guardians referring to the 
possibility of work. 
The presence of oral clefts impacts the quality of life of children and their families, thus 
requiring the implementation and maintenance of multidisciplinary interventional strategies for the 
full reestablishment of children in relation to aesthetics, ensuring psychological support for such 
individuals. 
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